About her maturation class, a 12-year-old once wrote: "I wasn't embarrassed because I didn't listen." It was not that she did not want to know-it was simply that the place and mode of instruction was inappropriate and therefore ineffective.
It is these gems that make us wiser. So as soon as the dust settled, Helen Doan and I wrote Every Girla "facts of life" book for 12-year-old girls. The book was a compilation of qualitative data about what girls feel, how they cope, what they should do when menstruation starts-and even some anatomy and physiology. It was a small book that could be tucked under the pillow and the information read and absorbed when they felt ready to know.
We forget that what we do as researchers is for the benefit of the people we are learning from. We believe that our research is for "nursing" or "health professionals," and that our goal is to "improve care." We become distracted-writing methods books for each other, to make us better researchers; writing for clinicians, so they may understand their clients; writing for significant others, so they may provide appropriate support. But too often the patient is missing from this list. We should be writing primarily for those who are in the midst of the experience themselves. With the exception of bereavement and perhaps childbirth, our literature is for us, bettering ourselves so we may be better for our patients. We are following a very egocentric model of application, and seem to have forgotten why we do this thing called qualitative inquiry.
But I have been brought sharply down to earth with the news of a book by Irena Madjar and Gail Tingle: What Women and Their Men Need to Know About Prostate Cancer. Based on qualitative data about community awareness and the experience of men with a recent diagnosis of prostate cancer and their wives/partners, this book is a combination of anatomy and physiology, epidemiology, medical treatment options, current debate on the pros and cons of screening for prostate cancer, and personal narratives from women who have been through the experience of screening, diagnosis, treatment, and recovery with their husbands. The authors' goals were to "lift the veil of silence" surrounding prostate cancer, suggest what men can do to "reduce their risk of developing prostate cancer," and, "in the minority who will develop it at some point in their lives, to suggest what they can do to ensure that they are diagnosed early and treated successfully." The book was written for women, because the qualitative study from which it came indicated that women play a critical role not only as family caregivers in time of illness but as health managers, too. This role had gone largely unrecognized in health education campaigns and the research highlighted the women's need for information on this very male health issue. Five thousand copies of the first edition (2007) disappeared within 12 months in Australia, read as much by men as women; the second edition is being distributed in Australia and New Zealand, and translations into other languages are likely. There is no doubt that this book is filling a community need for information on a sensitive but important topic! In time, I notice a full-page advertisement depicting a road and a highway sign announcing a town: "DIABETES, pop 20,870,000." The ad reads: "Every illness is a journey. It helps to have a guide." They refer to their Web site, which combines "expert medical information with the real-life experiences and problem-solving insights of patients who've been where you're going" (Time, 172(2), 64, 2008) .
Interesting-and sounds like qualitative inquiry. I sign onto their Web site and read: About Health.com Health.com is produced by editors and journalists dedicated to delivering accurate, trusted, up-to-date health and medical information, for consumers. We focus on problem-solving content to help you make decisions during complicated, stressful times. We write in plain English, using real-life examples.
Hundreds of doctors, experts, patients, and advocates have been interviewed during the production of our original content. Our content is also fact-checked and reviewed periodically for accuracy (retrieved July 12, 2008, from http://www.health.com/health/ service/about). I wonder if these folks know about QHR-an obvious resource for their firm. I emailed the listed contact but, to date, have not received a response.
Nevertheless, the present climate is clear: There is a huge need for experiential information and, optimally, this should be combined and presented with all of the other sources of information needed by the public. If qualitative researchers do not meet this obvious and urgent need, then this need will be met by others. We are the authorities on "what it is like to live with a disease," and the onus is on us to make our
